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Introduction
Parents may carry the potential for their children to be born with an inherited defect which results from the mating of their two cells. Thirty-five thousand years after the advent of man, the study of genetics, a basic discipline of biology, is awakening to the awareness that future generations may be "altered by genetic modificationo Laboratory and technical advance, however, has to have a contemporary social purpose or it is of no availo Medical genetics, as an applied subject, is finding itself increasingly involved with the psychosocial problems created by genetic defects, problems ~hich often pose more conflict and pathology than the defect itselfo
Fre~uently families who are known to social agencies have genetic disorders e Sometimes social pathology is intrinsic to the disease itself, as for example Huntington's Chores, a progressive disease, which has a relatively late manifestation, and one which poses a real threat to the emotional climate of the whole family as they await its onsete Child placement agencies, child guidance centers, and family counseling agencies deal with the fears and anxieties of parents'
inabilities to produce and nurture physically, mentally and emotionally healthy children A healthy self image and self co~ o cept of one's own individual germ plasma is one of the vital elements in maintaining the stability of the entire family.
Anxiety concerning one's own reproductive potential produces emotion al, sexual, and marital straino There are an increasing number of inherited disorders associated with mental retardation which are coming to the atten tion of medical centers, educational systems, and social agencies, all of which ha~e invested large amounts in time, energy and money to help each child develop to his full potential~ As a science, genetic counseling is the transmitting of acturate information to individuals, and their families, regarding the possible presence of genetic abnormalities in themselves and assessing the genetic risk of recurrence of these defects in further pregnancies o
The scientific search for the facts and potential implica tions of human heredity is genetics' chief objective. The supply ing of these facts pits the patient's intellect against his emotions.
The primary responsibility of the social workers is the mental health of the patient with whom he deals, the social worker being profession ally equipped to help the patient weigh the significance of the medical information and to help him integrate the genetic information so that he can make his own decisions for achieving an optimum competence. This involves close collaboration between physician and social worker. Wolfensberger and Kurtz write about the dilemma of genetic counseling:
It is more pertinent to the problems of genetic risk assignment than to the handling of parental feelingso Individuals competent to give patients genetic facts are nat often competent in the handling of parental dynamics, and may not be sensitive to the fears, irrationalities, etc., associated with belief's about heredity, or to attitudes and conflicts regarding sex and reproduction. On the other hand, those trained in counseling usually lack knowledge about genetics or the techniques nec~ssary for genetic diagnosis. As a con sequence, genetic counseling' has cons{sted mostly of recitation of genetic facts to parents and has tenfed to be isolated from the larger management contexto
Ideally every large population center should have at least one heredity clinic which is regularly open to the public to assure that this counseling is available o Every hospital, which maintains a diagnostic clinic of any kind should have some arrangement by which advice on human genetics can be provided. No citizen should be beyond the reach of dependable advice about his personal prob lems of family heredity.
A comprehensive model for 8 genetic counseling service is one which would combine the most advanced laboratory services with a broad spectrum of medical and allied specialists who are avail able on a consistent basis for consultative evaluation for the individual and his family. This would be supported by profes sionals Skilled in the dynamic aspects of family counseling o These counseling centers should then include as staff members: physicians, geneticists, technicians, nurses, and social workers, each discip line containing its own area of expertise. It is through joint sharing among these disciplines that greatest service to the patient may be rendered o Social workers must make a visible effort to become an integral part of a genetics clinic team. Social workers should not do genetic counseling per se, but there are areas in which they can rightfully and professionally intervene without violating the primary medical responsibility for case management. To date, primary social work contact in these clinics has been through related medical pro grams, such as for the mentally retarded or multiple handicapped, or for those cases followed for specific genetic diseases, such as hemophilia or cystic fibrosiso 2
The roles and aims of social work are as consistent in genetics as in any other field of medical social work o The primary difference is that the self-concepts of the marital partners and extended family members may be threatened when they learn they not only have produced deviant children, but they themselves are carriers of a defecto Although there are no new skills in social work practice to be identified as specific to genetics, there is the need for an acquisition of some specialized knowledge and informa tion about genetics in order to apply social work skills o Research and teaching are two other important areas of endeavor wit~ which social work may be concerned. criticized this theory, his general conclusion being that it was the potential for producing characteristics which was inherited, not the characteristics themselveso 6 Charles Darwin (1809 -1882) reflected upon the modification of the species, but it was the Augustinian monk, Gregor Johann Mendel (1882 -1884) who, crossing varieties of garden peas, discovered the first laws of heredity which subsequently led to the science of genetics.?
William Bateson, English biologist, coined the term "genetics" in 1902 to designate that branc~ of biology which deals with inherited resemblances and differencBs between individuals and with the evolLI tion of all living thingso In a paper published in 1902 he promised his fellow biologists that an exact determination of the laws of heredity will probably work more change in man's outlook of the world and in his power over nature than any other adv~nc8 in natural knowledge that can be clearly foreseen.
With the exception of the atom, he is very nearly accurate. Genetic research started slowly and then accelerated. Ninety percent of the genetic information available today has been uncovered since the 9 end of World War II.
Genetic counseling goes back to the Babylonian Talmud, the record of rabbinical discussions compiled 2,000 years ago. A case history presented concerned four sisters in Lower Galilee who all bore male children. The sons of three sisters all died during the circumcision. When the fourth sister asked a rabbi whether the pro \ cedure was advisable for her son, she was told not to have the baby circumdised. The rabbis were well aware that circumcision occasion ally caused dangenous hemorrhages, it having been noted in the Talmud that "there are some families whose blood is loose while in other families it clots o" They also recognized that the bleeding was transmitted through the female because the general principle 1n these cases was that "sisters establish a presumption." The scholars then launched into a protracted argument concerning "how many sisters needed to be apparently affected before circumcision Social work is successful, depending upon the conditions presented, the powers in the client, the kind of problems presented, and the aim of the goals0 22
Helen Perlman savs, "Social casework focuses upon the 'case', the single individual unit in societV, whether that unit is one person or a familvo The focus is upon the small but vital arena social-psvchological problems are encountered bV the living human being, are felt, struggled with, sweated out, wept or bled aver, and are capitulated to or overcomeo"23
The social worker's knb~ledge and skill must be used to give a realistic appraisal of the persons to be helped, to know what they want, how amenable they are to help, and what resources are available for extending help.
Patient Care
The following areas of patient care partiallv cover some of the problems where these criteria mav applv.
Family planning is the first area of significance where the patient must resolve his own emotional confusion before he can make a va~ld decision regarding producing further children. For clari fication it should be noted that in this instance family planning is used within the framework of genetic sounseling. Actually the broad objective of family planning is directly related to the needs of the family to control its size so that the family can better pro vide its members with the benefits of society in all spheres: economically, socially, educationally, psychologically, and physio logically. For purposes here, genetic sounseling is confined to 24 those families who have identifiable or known genetic defects o
The opportunity for family units to participate in a thera peutic program, which allows a free expression of family anxieties and overall problems, is what distinguishes this type of genetic 25 counseling from the traditional mathematical probability approach o Emot~nal and se~al maladaption is bound to occur if the lack of a solution to the decision as to whether to bear further children is not fully resolvedo
The understanding of genetic risks is fairly simple. For instance, in an autosomal dominant inheritance, a single mutant gene is sufficient to cause a given clinical effect. The chance that a child of an affected person will inherit the mutant gene is fifty percent. Affected offspring will in turn transmit the mutant gene to half of their children, whereas children not receivlng the gene will not transmit it to any of their progeny.
In recessive inheritance, both parents must carry the mutant gene and the risk is twenty-five percent with each new pregnancYo26
Analogy to dice throwing can be used to explain this, recall ing that chance has no memory and that the risk remains the same with each pregnancy, re~ardless of whether all or no affected children have been -born earliero Every couple carries the risk of one to two percent that a given pregnancy may end in some type of abnormality. All genetic ~isks must be added to this figureo 2 ?
Many counselors feel that it 1s best to have both family members available to receive the genetic information together. The same information can be received in a positive or negative mannero For instance, there is a difference in stating that there is a ten percent chance of having an abnormal birth, instead of stating that there is a ninety percent chance of producing a nornlal Child.
For some parents a ten percent chance may be very high, while in 28 others a fifty percent risk may be considered good news. T~o sides of the same coin; blame and guilt, are problems which must be resolved as they affect their concepts of their self and their spouse, concepts which must be healthy as they are vital to good parental practices. Resolutions of these inner attitudes will allow parents to arrive at an acceptable decision regarding further pregnancies. It is the task of social work to assist par ents jointly to arrive at their own decisions by helping them to work through these conflicts.
In addition to knowing the genetic risks of recurrence in further pregnanCies and to making a decision based upon rational thought, the patients' interest also extends t~ the risk of their normal ch11drenhaving affected offspring. Therefore, this becomes a total family problem of concentric proportion, bringing in for attention grandparents, aunts, uncles, and cousins, each with their own fears, ignorances, and feelings of eelf worth.
It is often apparent that parents are carriers of a genetic defect upon production of their first affected child o Studies have relates the theory of grief and mourning to mothers of defective infants. There is extensive literature an the subject of the crisis of parental reactions to these traumatic births. At any ti~e a painful diagnosis is made parents must adjust their thinking and be~ihelp8d through the important steps of dis belief, feeling of lass, feelings of guilt or blame, and reconcili ation to the limitations of the child. If the child is diagnosed at birth, the mother must nat only griaue the loss of her fantasized and longed for infant, which represents herself and ather laved objects, but must also relate to the new baby in a meaningful wayo3l
When a baby is born with an obvious defect, the parents should be seen as soon as possible after delivery. Pragmatic experience followed by theoretical rationale has shown that brief casework treatment, rationally direqted and purposefully focused at a strate gic time is more effective than more extensive help given at a period of less emotional accessibilitYo32
The qiagnosis of a genetic ejfect in a child is often interf,r preted as a crisis of varying proportions to the family members.
The state of crisis in which the individual or family finds itself is the result of the stress surrounding the diagnosis and may be manifested by expressions of tension, anxiety. shame, guilt, or hostility. There may also be cognitive confusion. The stress may or may nat become a major crisis, depending upon the individual's capacity to cape with or master the problem that has been presented to himo Studies in crisis intervention indicate that the longer a person goes without being seen by a helping person, the more guarded and better defended he will be against his initial anxiety. Some thing happens to his acce8si~ility, which makes it more difficult to work with him at a later dBte o
Since the acute phase of a crisis does not go on indefinitely, each family or individual will push itself to aChieve a new equili brium. Whether this new equilibrium is healthy or pathological again depends not only upon the individual strength of each family member but upon what help is available to them when they are most able to utilize it. 33
Often the news concerning a defective child is so painful that everything and everyone connected with the giving of the information seems unpleasant to the family. Therefore, the person who gives the family the distressing news is not the one who should counsel the family. This means the social worker should be in a position to be accessible to a family following diagnosis.
Focus at this time should be on the present problem with a fairly active and direct approach. It is a time when it is necessary to help parents strengthen their own ego through helping to lower their tension, anxiety or g~ilt, to help their intellectual mastery of the problem through further explanation and clarification, and if 34 necessary to give advice when indicated o Parents who suffer from a handicapped child, whether it be mentally or physically limited, may suffer from chronic sorrow through out their lives. The reality faced by the parent of a retarded child is such as to justify this sorrow. The problems and worries of raising a normal child are compensated by knowledge that ultimately the child will become a self sufficient adult. In contrast, however, the parents of a defective child will be burdened by demands and dependency as long as they, or the Child, live. 35 Many factors such as parents' personality, ethnic group, religion, and social class influence the intensity of the sorrow and how it is manifested. Knowledge of these factors will be paramount in indicating how a social worker will ~roceed in dealing with the family i~ crisis. For example, Anglo-Saxon parents feel the need to "keep a stiff upper lip," which should not be construed as lack of depth of feeling. Mrso Thomas, forty-two years old, ADC mother was referred to Genetics Clinic for her five-year-old Down's Syndrome child, Ruthie Ruthie, the youngest of nine children, o was diagnosed as Down's at birth, but neither she nor her mother had been seen (except for emergency medical care) by anyone knowledgeable about Down's since birtho When Mrs. Thomas waS seen at the clinic, she was deeply depressed, grossly overweight, and asking for "my baby to be put somewhere where they can help her. I can't keep her anymore." In spite of the fact that Mrs. Thomas was an adequate and loving mother and had successfully raised eiqht other children, her feelings of inadequacy in her inability to cope with her daughter were over whelming and the only solution she could see was placing her child in an institution o Because of this mother's total mental and emotional exhaustion, Ruthie was placed in a local institution for a limited time. While she was there, Mrs. Thomas was seen by a social worker on a weekly basis. This was not only for counseling and support concerning her depression and sense of inadequacy, but also for educational pur poses. Mrs. Thomas did not know what Down's Synd~ome was, but had been told that Ruthie's problem was her fault because thirty-seven was too old to be having children. She did not know what to expect from her child and had not thought she would progress beyond the infant level. By the age of five the child was highly mobile and completely out of her mother's controlo Ruthie was able to learn more than her mother had anticipated and she was helped by the child care staff to teach her daughter a few skills of daily living that would help make life more tolerable when she returned home. This mother's five-year sense of isolation, inadequacy, and guilt might not have erupted into a critical situation if she had had some contact with concerned other persons throughout the years o
The behavior problems of handicapped children may be a source of frustration for concerned parents, who must walk a tight line between.giving their children physical protection and at the same time refraining from making them psychological invalids.
Hemophilia, a congenital chronic illness characterized by excessive Qleeding, is a sex-linked recessive gene which 1s trans mitted by females, but which primarily affects males. The problems of protecting active little boys from normal childish romping and exploration and at the same time allowing them to grow and socialize, imposes a heavy burden upon the self restraint and psychological maturity of parents and other family members. 17
The problem of behavior is further complicated if the child is retarded and the teaching methods used instinctively and success fully with other children in the family aren't successful with the retarded childo Parents may need help in resolving some of their feelings , that may inhibit the handling of their child in the best way to allow his maximum growth within the bounds of safety.
Finances are always a concern to families who may have extended expenditures over a number of years. Plans for a child after the death of the parents is an area of particular anguish. It is possibly more difficult to ask extended family members to assume the responsibility for a handi capped child who becomes adult than it is to have that adult die at an early ege himsel f 0 Even when fin· anci al support is not a major issue, par8~ts find it is difficult to ask others to assume what they feel to be their responsibj.lity. Patients may call the genetic clinic even though their request is not within the specific responsibility of that facility. A knowledge of locel resources and an ability to relate quickly and to give the support necessary when needed will expedite many a family's ability to continue to function to the height of their capabillities. Family planning, grief, and problems of management are only three of many areas of concern for social work in the problems of patient careo Some, such as family planning, are more clearly within the deffnition of genetic counseling, while management is more generiC to medical social work in general. Again, however, it is the problem to which the disease is attached that is the special expertise of social work. A study concerning these two qusstions has been completed in London, a study which showe~ positi\le responses to these two queries plus confirmation that the risks given were on the whole accurate. 40
The Th~ education and training of all health workers is changing and there is going to be a continuing need to produce personnel in all levels of health delivery services in general and genetics clinics in particular. An inter~disciplinary approach to learning and teaching should combine the resources and knowledge of all health and health-related fields into an integrated and productive ex ~eri ence far the student. Students in the fields of medicine, dentistry, nursing, psychology, and social work should study together to learn the values and contributions of each professionG Respect for competencies and talents of other professions will maximize efficiency in delivering the health care.
The resources and knowledge of all these fields will also be reflected in the concept of team teaching. Social work should be an active part in both learning and teaching in this team setting.
As stated before, various disciplines now are more aware of the psycho-social dynamics of health; but there is a continuing need for social and behavorial sciences to keep health care workers oriented to human perceptions, need~ ~nd problems, and any student entering the field of health care must be aware of the implications of 4l emotional factors related to physical illness o Other agencies and members of health and social service teams must also have access to new and expanding medical knowledge to best facilitate trleir own delivery care. A social worker in a genetics team can be valuable in working with outside community agencies who rely upon the specialized medical services for their kno~ledge and expertise, knowledge which in turn facilitates their ability to work with their clients in helping them to manage their own problems on a daily basis.
Parent education is an entirely different area for exploration o
Parents of children with genetic defects may be able to use either a group educational experience, one which helps them better to understand their child's special needs, or a group which will help them to fulfill their own needs, through exploring their own feel ings of inadequacies, doubts, and fears. Whether the focus is education on a cognitive or emotional level, the coordinator of such an effort should be experienced in the area of dealing with group interactions and dynamicso CHAPTER V SUMMARY Research and counseling in the field of genetics retreats into antiquity. Today, laboratory and technical advances continue to strive for social purpose and medical genetics, as an applied subject, finds itself increasingly involved with the psychosocial problems which are created by genetic defectso As mass screening and continuing discoveries allow even more genetic diseases to be recognized,there will be an increasing demand for allied health personnel to facilitate delivery of health services by giving con tinuing assistance to the public with relevant prevention and treat ment programs.
Successful genetic counseling combines a close collaboration between physician a~d social worker. This allows for as precise as possible dispensing of mathematical probabilities of genetic risk for future progeny of any couple, within an atmosphere which allows free expression of family anxieties and overall problems o Studies show that, to date, despite the anxieties caused by a genetic defect, most parents are left to their own resources to deal with their problems and primary social work contact in genetic clinics has been through related medical programs, such as mental retardation, hemophilia, or cystic fibrosis. At the same time an informal mail survey has indicated that social work, as a member of an ,inter-disciplinary team, is in the process of making a small but growing impact upon genetic counseling services. ThP. goal now should be to make the need for expanded social service visible through continuing efforts in the areas of patient care, research and teaching.
Successful genetic counseling should be a team effort, medical counseling being dedicated to the dispensing of as accurate infor mation as medically possible within a climate conducive to the patient's greatest receptivity where the social work counseling deals with the problems to which the disease is attached, thereby helping the client cope with the genetic information on both a cognitive and emotional basis, insuring his greatest adaptabilityo He can also use his interviewing techniques and skills for research. The goal of genetic counseling is to decrease the frequency of genetic disorders and it is only through research this scientific success can be confirmed o Lastly, social work can help teach other para medical disciplines and other social a~ency workers the general psycho social dynamics of medical sociel work nnd how it specifically applies to the field of genetic couns8ling o As a recognized discipline of the genetics team, social work then can be of value to p3tients, to research and to other dis ciplines o 3. How many total staff hours do the social workers spend in genetics related activities each week?
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